Goals of therapy: should we ask what our patients really want?
Patients now commonly survive conditions that once would have been fatal 1 . As modern medicine helps us push back against death, it is easy to congratulate ourselves on these successes and view outcomes for patients in the ICU in dichotomous terms: they either survive to ICU discharge or they don't. However, we are increasingly aware of the complexity in outcomes for patients admitted to the ICU 2 . We also know that doctors and nurses working in ICUs believe that they sometimes provide unnecessary and futile treatments to patients 3, 4 .
In this edition, Henderson and Corke illustrate that the predominant default option for doctors in ICUs is to treat first and ask questions later 5 . Henderson's paper raises an important concept, the use of the patient's values in an intensive care doctor's decision-making process to determine the intensity of treatment. They show that the provision of an advance directive, or "personal values report", can alter the choice made. This is an important realisation. To put it in the language of a clinical trial, the primary outcome of treatment in an ICU is determined by the patient. Their wishes, and whether we align our treatments (both intensity and duration) with those wishes, will determine the success of the ICU admission. So this means we need two things: an understanding of the potential outcomes of ICU admission, not limited to survival, and the patient's willingness to accept those outcomes ( Figure 1 ). Back in 2003, Herridge et al published their landmark paper looking at the one year outcome for survivors of acute respiratory distress syndrome 6 . While the patients' respiratory symptoms had largely improved, they still suffered from significant weakness and fatigue, with persistent limitations in their functional state at five years 7 . In this issue, Green et al present a review of functional outcomes for survivors of those who suffered an out-of-hospital cardiac arrest 8 . They showed that almost half of all survivors had cognitive impairment and mental health issues. The self-reported quality of life was predominantly positive, but approximately a fifth had impaired physical functioning. Worryingly, it appears that up to half of out-of-hospital cardiac arrest survivors did not return to work after hospital discharge, perhaps as a result of high levels of fatigue. Post-traumatic stress disorder was detected in a quarter of out-of-hospital cardiac arrest survivors, and it was even higher (50%) amongst the family and carers of the survivors. This highlights the large care-givers' burden, likely to be in need of both practical and emotional support.
Appropriately, Cuthbertson and colleagues have previously suggested that surviving a critical illness "should be treated as a lifetime diagnosis with associated excess mortality, morbidity and the requirement for ongoing health care support" 9 . This knowledge is both useful and problematic for the bedside ICU clinician. It is useful to forewarn patients and their families about the potential difficulties ahead of them. In addition, as critical care medicine continually improves, we are starting to think about mitigating the longer-term complications of critical illness. It is harder to answer the "how to" component of this issue. First of all, detection of post-ICU physical and mental impairments requires an accurate diagnostic tool and a mechanism for post-ICU follow-up to occur. As Green's review shows, there are a large number of different scales in use, suggesting that there is not an optimal, one-size fits all scale, and that the accuracy and sensitivity may differ between them. Furthermore, ICU follow-up clinics are not common in Australia and the evidence from overseas surrounding their benefit is uncertain 9 . There is significant opportunity for further research into these two areas 10 .
One way to start exploring how to alter long term outcomes for ICU patients is to better understand what outcomes really matter to them. Self reported quality of life is a thoughtprovoking outcome. Patients with chronic health conditions often rate their quality of life higher than people without similar diseases. People adapt to new health state, just as they adapt to other changes in their lives, that previously they would not have accepted 11 . This does not invalidate quality of life as an outcome measure, but illustrates the difficulty in picking and choosing the desired health outcomes. This brings us back to how vital it is to determine a patient's wishes. It is concerning that Henderson et al found that "many doctors felt comfortable making these decisions without either corroboration of the patient values statement or in discussion with the family". Unlike an Advance Care Plan, a patient values report is not prescriptive in its approach to the specifics of treatment. Instead, it paints a picture of what values are important to the patient. This information can then guide intensive care doctors into what treatment is deemed appropriate care for the patient and what is not. It has been previously suggested that "patient-centred" care should mean "no decision about me without me." 12 . ICU patients are usually not able to contribute to the decision making process. In lieu of the patient, there is a need for surrogate decision makers to understand their loved one's wishes ahead of time so that they can make "in the moment" decisions 9 . This will reduce the anxiety of the next of kin in providing information to doctors, and improve the coherence of treatments with the patient's values. Armed with more information, people change their decisions. Some doctors choose different treatment options than they would offer their patients-perhaps as they know and understand more about what their patients really want 10 .
After reading these articles, we offer a suggestion for future improvements in this field. Some ICU admissions are unexpected. Although the exact timing of admission can be unexpected in a significant number of patients, the fact that they are eventually admitted to the ICU is not. The uptake of advance care planning has been slow. As we continue to work in this field, we can hope to avoid the kind of shock worse than the totally unexpected-"the expected for which one has refused to prepare" 14 . For those patients who we would not be surprised if they had a significant deterioration in their health in the short-to medium-term (such as patients with metastatic cancer, advanced heart, lung, renal, liver failure), we should be working with our colleagues in other specialities to ensure that advance planning, or personal values reports, are completed or communicated to family members ahead of time 12, 13 . The "surprise" question has been used as a quick method of identifying patients at high risk of mortality and palliative care referral. The frequent involvement of medical emergency teams with end-of-life care shows that we are missing many opportunities for an early and considered discussion about goals of care [14] [15] [16] [17] . It is time that we actively listen to our patients and their families and consider their long term goals which may include safe and high quality end-of-life care 18 . Without involving patients and families in setting the goals of ICU treatment, there will be an ongoing mismatch between what the clinicians provide and what the patients really want 19 .
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